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Executive Summary

In April2020, DC Health partnered with the GW Institute for Brain Health and Dementia to
conduct a Brain Health Needs Assessment for the District of Columbia (DC). The specific
objectives of this work were to:

Estimate the prevalence of dementia in DC

Estimate the prevalence of modifiable risk factors for cognitive decline and dementia in DC
Identify challenges and unmet needs of caregivers for persons living with dementia in DC
Develop a guide identifyingervices andesources available to DC residemnelated to the

needs of persons living with dementia and their gavers

PwOnNPE

Obijective #1: Estimate the prevalence of dementia in DC.

We estimate theoverall prevalence of dementia among adults 65 and older in WashinBton
to be 13% In absolute numbers, this translates to over 10,000 DC resideittisdementia.

The prevalence of dementia is higher tidder age groups, women, and minority racial/ethnic
groups. The estimated prevalence of dementia among those over age 65 varieswgrdC
Generally, D@ards with higher estimated dementia prevalence also have higher estimated
numbers of persons living with dementia.

Estimated number of persons with dementia and dementia prevalence among those age 65 and olde
Washington, DC, Ised onACS 2018,-ear demographic datéor DC

DC Ward | Ward | Ward | Ward | Ward | Ward | Ward | Ward

1 2 3 4 5 6 7 8

13.0% | 12.1% | 8.8% | 9.1% | 16.0% | 16.8% | 12.1% | 15.0% | 12.3%

Estimated Dementia
Prevalence

Estimated Number of
Persons with Dementia

10,603| 753 687 1,301 | 2,124 | 2,061 | 1,188 | 1,547 971

As there have been no substantial advances in treatment or prevention of dementia, it is
reasonable to assume the prevalence of dementia in DC was similar in BO%&ver, i is
unclear whether these estimatasill be a reasonable estimate of dementia prevalence in DC
during or after the COVHD9 pandemic.

Objective #2:Estimate the prevalence of modifiable risk factors for cognitive decline and
dementia in DC

Scientists have identified numerous potential risk factors for cognitive decline and dementia,
many of which are modifiable. However, the strength of evidence supporting the claim that a
certain factorinfluencesrisk of cognitive decline and dementia \es across factorsWhether
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efforts to improve brain health through risk factor reduction will be effectiependson how
common these risk factors are, in additionthe extent to whichthey increase or decrease risk.

Overall, theres moderate tostrong evidence to suggest vascular risk éastand related
lifestyle factorscontribute to increased risk aognitive decline and dementi®iabetes, midlife
hypertension, high cholesterol in midlifmidlife obesity, smoking, and lack of physical adtivi

may increase risk of cognitive decline and dementia in later life. Each of these risk factors are

alsoestablishedisk factors for stroke, which can lead to vascular cognitive impairment and
dementia. Many vascularisk factors are common in the adddC population.In 2017,7% of
adult DC residentsaddiabetes. Among DC residents in midlife (ages8#53%% hada
diagnosis ohypertension and82% hada diagnosis afiigh cholesterol.Over 50% of the adult
DC population, and ovel0&o of DQesidents in midlife (ages 4&b) were overweight or obese.
Only 14% of adult DC residents were smokansl 23%had no leisure timghysical activity or
exercise in the last monttGenerallynon-Hispanic Black residents were more likely to have
vascularisk factors than those of other racial/ethnic groups.

Modifiable risk and protective factors for cognitiv
decline and dementiay strength of evidence

Moderate to Strong Evidence

Alcohol Intake

Midlife High Cholestero

Diabetes Midlife Hypertension
Depression Midlife Obesity
Education Physical Activity

Healthy diet Severe head injury

Smoking

Weak or Emerging Evidence

Air pollution

Sleep

Cognitive activities

Social engagement

Cognitive training

Mild head injury

Other nodifiable riskand protectivefactorsfor
cognitive decline and dementsupported by
moderate evidence includeealthy diet, alcohol
intake, education, and depression. Healthy diet
and higher education are associated with
reduced risk of cognitive decérand dementia,
while heavy alcohol intake and depression are
associated with increased risk.2017, 62% of
adult DCresidents consumed fruit at least once
per day, while7 7% consumed vegetables at
least once per day30% of adult DC residents
did not drink alcohol, whil&@% repored heavy

alcohol consumptionNonHispanic White residents weraore likely to be heavy drinkers than
those of other racial/ethnic groupand ron-Hispanic Black residents were most likely to abstain
from alcohol use.ln 2017 over 50% adult residentsere graduates of a college or technical
college. However, therewere significant racial/ethnic and geographic disparities in educational
attainment. Educational attainmenivas lowest in norHispanic Black residents and resident

of Wards 7 and 8.

Emerging evidence suggests poor sleep and greater exposure to air pollution may also increase

risk of cognitive decline and dementia, while the evidelitking social engagementognitive
activities, cognitive training, and heagross to dementia risk is currently weak. Finally, while
there is strong evidence linking severe head infeg., requiring hospitalizationy increased

risk of cognitive decline and dementia, there is limited evidence to suggest less severe head
injury promotes later development of cognitive decline and dementia.
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Many identified risk factors for cognitive decline and dementia are common in the DC
population, providing an opportunity to improve brain health on a wide scilereover, while

the CQ/ID19 pandemic has disrupted many aspects of our lives, we expect many identified risk
factors to remain highly prevalent in the DC community.

Establishing causal relationships between risk factors and risk of cognitive decline and dementia
is difficut. However, even ithe relationships between thesesk factorsand dementiaare rot
causalthere areother benefits topublic health or medical interventions to reduce risk factor
burden. Manyrisk factors that have been linked to cognitive declind dementiaare also
established risk factors for other diseagesy.,cardiovascular diseay@ndinterventions on

these risk factors would be expected to improve overall health.

Objective #3:ldentify challenges and unmet needscafegivers for persons living with
dementia in DC

We identified challenges and unmet needsdated to resource and service uk® caregivers for
persons living with dementien two ways: (ifhroughfocus groupsvith primary, unpaid
caregiverf persons living with dementiand (ii) through discussions wittepresentatives of
organizations that serve caregivers and persons living with dementia.

Primary Caregivers
Several key themesmergedin our focus groupsvith primary caregiers:

1. Need forhelp in navigating, identifying, and applying for resources and services.

2. Need for reconsideration of service eligibility criteria, including lowering of income
thresholds, and exclusion of caregiver income from consideration

3. Need forincreased recognition ofinique resource and service needspeirsons with
cognitive impairmentcross all stages of the disease

4. Need for increased accessdaalifiedhome health aides to provide regular caregiving
support and caregiver relief.

5. Need toaddress resourcspecific challenges and unmet needspecially around
education of thecommunityandhome health aideabout dementia, transportation,
meal services, specific legal services, gnedavailability/quality of nursing homes.

6. Needto addressdisruption of centrallyprovided services due to the COVIBD
pandemic.

Organizational Stakeholders

Through our discussions witepresentatives of organizations that serve caregivers and
persons living with dementjave identifiedthe following area of unmet need related to
resourceand service use
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1. Need for increased messaging and awareness of available services

Need forgreater service availabilitgnd greaterconsistency of servisacrossDC

3. Need for increased training for those who interagth persons who have dementia

including law enforcementemergency personngandhome healthaides

Need for community messaging and caregiver education about dementia

5. Need fordedicatedservices to protecthe safety and autonomy of persons living it
dementia

no

H

Common themes

There was substantial overlap in the challenges and unmet needs identified by caregivers and
organizational stakeholders. Both primary caregivers and organizational stakeholders
recognized that caregivers of persdigng with dementia need help in identifying and
accessing resources and servicBsimary caregiversxpressed a preference for help from a
carenavigator (e.g. a caseanager social worker, ocase workeywho canunderstand the
circumstances and vads of the caregiver and care recipient, and act as a gaideighout

their time as a caregiverConcerns about eligibility requirements were highlighted by both
groups, although primary caregivers were concerned about financial eligibility requirements,
while organizational stakeholders were concerned ttiet actions offirst respondersan

impact future eligibility for benefits. Both groups highlighted a clear need for additional
training of home health aides around dementia and how to best interaitt and care for a
person living with dementia. Similarly, both groups also suggested a need for increased
education about dementia in the community. Finally, both groups highlighted a need for legal
assistance tdelp to ensure their care, safety, anddnces are managed according to the
wishes of the person living with dementia.

Objective #4:Develop a quide identifying services and resources available to DC residents
related to the needs of persons living with dementia and tteiegivers

To fulfll Objective #4, we created a staadbne guide, titledServices and Resources for
Memory Loss and Dementia Care: A Guide for the District of Colufrii@eguidadentifies
services andesourcesn DC that aravailableto persons living witldementiaand their
caregivers This guidéocuses exclusively aervices and resourcethat are designed for
individuals with dementigor are dementia inclusive.

This information was gathered from online searches phone calls to service providers
existinghandbooks and guides, and interviews with community partnétrgs important to

note that this guide was prepared duritige initial wave of theCOVIBL9 pandemic, during

which service availability was ftuand evolving. Whenever possible, we confirmed accuracy of
provided information directly with each resource or service provider. In situations where it was
known that these services were operating prior to the onset of the pandemic in early 2020,
theseservices were included in the guide for completesnigdowever, ongoing service may not
have been confirmeth all cases
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Recommendations

Within this larger context, wenake the following recommendations:

1.

Efforts to promote brain health should focos vascular risk factors and associated
lifestyle factors (physical activity, smoking).

The District should engage in public health messaging in the community to increase
dementia literacy

Caregivers for pemns living with dementia should have equal ability to access a care
navigator through the District who can assist with identifying, navigating, and applying
for resources and services that are appropriate to the circumstances of a caregiver or
care recipiat, independent of income.

Access tgualifiedhome health aidesr other services that allow caregiver relief and
increased social and physical activity for care recipishtaild be prioritized when
considering resources and services to provide to caregivers of persons living with
dementia.

Un-befriended and isolatedlder adults living with dementiahould be supported by an
independent agencthat will advocate for their needs, ensure and facilitate
guardianship, protect property, prioritize autonomy, and enable trusts to allow for asset
protection.

The District shold develop acertificate or training program for home health aides
around caring for a person living with dementia and recognize individuals or
organizations who have undergone this training.

The District should develop a certificate or training prograuth dementiaspecific
education for first responders

Persons living with dementia and their caregivers should have greatareness of and
access to legal services around establishing wills, living trusts and advance directives,
and powers of attorney for health and financial matters.

If the COVIEL9 pandemic continues to disrupt routines and access to resources and
services, efforts to helcaregivers compensate for lost support, particularly loss of
access to adult day care programs, should be prioritized.
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Obijectives

In April 2020, DC Health partnered with the GW Institute for Brain Health and Dementia to
conduct a Brain Health Needssessment for the District of Columbia (DC). The specific
objectives of this work were to:

Estimate the prevalence of dementia in DC

Estimate the prevalence of modifiable risk factors for cognitive decline and dementia in DC
Identify challenges and umet needs of caregivers for persons living with dementia in DC
Develop a guide identifying assets and resources available to DC residents related to the
needs of persons living with dementia and thearegivers

PwOnNPE

We beginthis reportwith an introduction providing background information on dementia and
highlighting the motivation behind each objectivélext, wepresent the findings foObjectives
#1 to#3 along with brief descriptions of the methodolognd strengths and limitations of our
approach. To fulfill Objective #4, we created a statahe guide, titledServices and Resources
for Memory Loss and Dementia Care: A Guide for the District of Colantbg&ubmitted to DC
Health along with this reportWhile we provide a brief description of the guide here, we refer
the reader tothat document. We close with recommendations and suggestions for future
research.

Please note that this work was conducted from April 2020 through September 2020, during the
initial wave of theCOVIBL9 pandemic.Dementia statistics and risk factor burden reflect status
prior to the onset of the pandemic. Whether prevalence of dementia or associated risk factors
in DC will remain similar after the pandemic is unkno@mibrly, caregiver needs changed in

the face of the pandemic, andany resources and services were unavailable or available only

in alternate forms. How the pandemic influences caregiver naedsthe needs of persons

living with dementia, as well as the alaility of resources, continues to evolve.
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What Is Dementia?

Dementia is not a normal part of aging is caused by changes to the brain. Scientists have

identified many different types of brain changes that lead to cognitiveairment!3 As such,

dementia is a term that encompasses many different types of tiwgrimpairment. The most
O02YY2y F2N¥ 2F RSYSyidAl A& !'t1 KSAYSNNRE RA&SH A
types of dementia, including vascular dementia, Lewy body dementia, frontotemporal

dementia (FTD), alcohotlated dementia, and dementia thaesults from a traumatic brain

injury. There are even some rare, reversible forms of dementia (e.g. due to vitamin deficiency).

| 26 SHSNE Y2ald RSYSyidGAl Ay 2t RSNJ FRdzA Ga Aa ! €1
a combination of the twd. Dementia is typically diagnosed based on clinical symptoms.

Persons Wth dementia have difficulties with memory, attention, language, planning, or

execution of complex tasks. To be diagnosed with dementia, these difficulties must be severe
enough to interfere with activities of daily life.

Motivation for the Objectives of this Report

Demertia is common in older adultdnformation on the prevalence of dementia is crucial to
public health planning and resource allocatidn.Objective #1we estimate the prevalence of
dementia in DQwith the goal ofproviding information on how many DC reésnts have
dementia, as well agroups and areas of DC with the greatest burden of dementia.

Unfortunately, there is no cure for the most common forms of dementia. However, scientists
have identified many potential, modifiable risk factors for cogeitilecline and dementia.
Therefore, it may be possible to slow cognitive decline and to prevent or delay dementia
through risk factor reduction. I@bjective #2 we reviewed scientific evidence to identify
potential, modifiable risk factors for dementidhe populatiodevel benefits of risk factor
modification rely on the prevalence of the risk factor and the extent to which it impacts
dementia risk. Therefore, we also provide an assessment of risk factor prevalence in DC.

While efforts topromote brain health are clearly needed, changes to the brain that lead to
dementia often begin years before the onset of symptdimiEherefore, they are unlikg to
substantially reduce the number of people living with dementia in DC in the near term. Most
people living with dementia are supported by family caregivers. Although there are many
services and resources to support caregivers and care recipienegjicag for a person living

with dementiacan be challengindn Objective #3 we provide information on challenges and
unmet needs of DC caregivers for persons living with dementia around resource and service
use. This information was obtained througlsclissions with primary caregivers and
representatives of organizations providing services to persons living with dementia. Finally, in
Objective #4 we developed a standlone resource guide that can be used to connect
caregivers and persons livingwitB Sy 4 Al G2 GKS 5Aa0NRAOGQA YI ye
resources.

10

Prepared by the GW Institute for Brain Health and Dementia



District of Columbia: 2020 Brain Health Needs Assessment

Objective #1 Estimate the prevalence of dementia in DC

Background and approach

Estimating the prevalence of dementia in DC is challenging. We currently lack a national or
local survelance system for dementia, and there are no representative studies in DC with
researchbased dementia ascertainment. While it is possible to obtain estimates of dementia
based on Medicare claims data, such statistics are not an accurate reflectionmtredence

of dementia in the community2 Most importantly, late or missed dementéiagnosis is
common? and claims data are often unavailable for persons who are enrolled in Medicare
Advantage plans. Moreover, how well the presence or absenaevigdicare claim reflects the
presence or absence of dementia varies by patient characteristics, including age adtiTriaise.
makes it less useful when interested in identifying geographic areas or subpopulations with a
greater dementia brden. Current studies that provide estimates of the prevalence of
dementia do so for the U.S. population rather than individual states or smaller geographic
units 113 Population demographics such as age, sex, and race vary widely by place and are
themselves risk factors fatementia. Therefore, estimates for the entire country may not be
applicable to smaller geographic areas and cannot provide insight into local variation in
dementia prevalence.

To overcome these limitations, we used a f&&sessment approadb estimatethe prevalence
of dementia in Washington, DT his approach useslagical,scientific process to generate
actionable information based on available, if imperfectormation, andis commonly used in
other disciplinege.g. risk assessment to understgootential impact of an environmental
hazard):* Here we reviewed the pulshed literature and cohort websites for reports of
dementia prevalence, stratified by egsex, and/or racethnicity. We then selected a subset of
these reports, based on availability rik estimatesstratified by demographic characteristjcs
racial/ethnic diversityof the sample and calendar periotbr the reported prevalence estimates
to develop age sex, and race/ethnicity specific dementia prevalence estimateésally, to
createestimatesfor dementia prevalence in adults over age 65 in DCgavebined heseage,
sex, and race/ethnicityspecific dementia prevalence estimategh data from the 2018, 5

year American Communities Survey (A&&) the number of DC residents over age 65 in each
age, sex, race/ethnicity category This process was repeated to generdementia prevalence
estimatesamong persons over age 8y demographic characteristics and by @érd, as well

as by keydemograghic subgroupsvithin eachward. We validated this approach against
existing estimatesf dementia prevalence at the nationkdvel. Additional details of the
methodology are presented iAppendix A

Findings

We estimate theoverall prevalence of dementia among adults 65 and oidéWashingtonDC
to be 13.0%(Table ). Theprevalence of dementia increases with aged women are more
likely to have dementia than nme Persons who seiflentify as norHispanic Black or Hispanic

11
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within the U.S. Censusce/ethnicity categoriegalso have higher prevalence of dementia than
those who identify as nofHispanic White or Asian.

The prevalence of dementia among those above age 65 variBChsard (Table 3. Across the
eight DC wards, the prevalence of dementia among persons over age 65 is lowest f& Ward
(8.899 and Ward3 (9.1%), and highest fokWard4 (16.0%), Ward5 (16.8 %) and Wardr7

(15.0%)

Estimated Dementia Prevalence Among Persons Estimated Dementia Prevalence Among Persons
Over Age 65 in DC Overall, by Gender, and by Race Over Age 65 in DC Overall and by Ward
25 25
20 20
< <
ST ST
] Q
(8] Q
c c
Q Q
S <
B 10 § 10
a a
5 5
Overall Male Female  White Black Hispanic  Asian 0 Overall 1 2 3 4 5 6 7 8
Overall, by Gender, and by Race Overall and by Individual Ward

Tablel. Estimateddementia prevalence among persons age 65 and oldé/ashington DG based orACS 2018,
5-year demographic dattor DC
DC Ward 1| Ward 2| Ward 3| Ward 4| Ward 5| Ward 6| Ward 7| Ward 8

Overall 13.0%| 12.1%| 8.8% 9.1%| 16.0%| 16.8%| 12.1%| 15.0%| 12.3%
Male 10.9%| 9.1%| 8.2% 8.7%| 13.0%| 14.3%| 10.1%| 12.3%| 10.7%
Female 14.4%| 14.3%| 9.4% 9.4%| 17.9%| 18.2%| 13.6%| 16.7%| 13.4%
Age 6574 46%| 4.6%| 3.4% 3.0% 51%| 5.4%| 4.5% 5.7% 5.6%
Age 7584 16.5%| 17.1%| 12.5%| 11.4%| 18.0%| 18.8%| 16.5%| 19.3%| 19.6%
Age 85+ 41.3%| 43.3%| 33.7%| 34.3%| 42.3%| 43.4%| 42.2%| 45.1%| 44.1%

Non-Hispanic White 8.5% 6.0% 7.9% 8.5%| 11.1%| 11.3%| 7.2%| 11.4%| 7.7%
Non-Hispanic Black 16.1%| 16.4%| 12.7%| 15.0%| 18.2%| 17.6%| 15.8%| 15.3%| 12.7%

Hispanic 11.5%| 11.2%| 10.2%| 14.3%| 10.1%| 16.4%| 8.9%| 12.9%| 9.1%
Asian 6.8%| 4.8%| 8.7% 7.8% 6.3%| 8.1% 3.5% 3.9%| 0.0%
12
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In absolute terms, we estimate over 10,000 persbvisg in DGad dementia in 2018.
Generally, D@ards with higher estimated dementia prevalence also have higher estimated
numbers of persons living with dementia.

Table2. Estimated numbers of persons over age 65 with demdnti&/ashngton, DC based onACS 2018,-ear
demographic datdor DC

DC Ward 1| Ward 2| Ward 3| Ward 4| Ward 5| Ward 6| Ward 7| Ward 8
Overall 10,603 753 687 1,301 2,124 | 2,061 1,188 1,547 971

For contextwe presentdemographiacharacteristicof persons age 65 or older in DC overall

and bywardin Table3to serve as a reference for interpreting fluctuations in dementia
prevalence and countcross D@ardsin Table land Table 2 DCwards with the highest
dementia prevalence are also those with the greatest representation of older, black residents.

Table3. Demographics diVashington DCresidents age 65 and olddrased orPACS 2018,-gear demographic
datafor DC

Demographics DC Ward 1| Ward 2| Ward 3| Ward 4| Ward 5| Ward 6| Ward 7| Ward 8
N 81,712 | 6,203 | 7,755 | 14,297 | 13201 | 12,281 | 9,815 | 10,330 | 7,830
Male 40.8% | 42.3% | 49.9% | 40.9% | 39.7% | 36.8% | 42.4% | 39.1% | 39.6%
Female 59.2% | 57.7% | 50.1% | 59.1% | 60.3% | 63.2% | 57.6% | 60.9% | 60.4%
Ageb65-74 57.4% | 64% 61.6% | 57.8% | 51.5% | 49.8% | 59.1% | 58.4% | 65.9%
Age75-84 29.2% | 24.5% | 29.2% | 31.1% | 29.4% | 31.3% | 30.3% | 27.6% | 26.4%
Age85+ 13.4% | 11.5% | 9.3% | 11.2% | 19% 18.9% | 10.6% | 14% 7.7%
Non-Hispanic White| 34% 28.2% | 72.3% | 84.7% | 20.2% | 10.8% | 37.7% | 2.8% | 4.2%
NonHispanic Black | 57.9% | 52% 14.7% | 51% | 71.2% | 84.2% | 56.7% | 93.5% | 92.5%
Hispanic 51% |144% |6.8% |47% |72% |24% |29% |26% |3.1%
Asian 24% | 37% |62% |4% 19% [(14% |17% |05% |0.2%

As there have been no substantial advances in treatmeprevention of dementia, it is
reasonable to assume the prevalence of dementia in DC was similar in 2a\8@ever,our

estimates of dementia prevalence may not be a reasonable estimate of dementia prevalence in
DC during or after the COVID pandemic, with began in early 20205iven COVHR9 is more

likely to kill older adultsadults with chronic conditions, aratlults of colort®2the data upon

which these estimates are based may no longesurately represent variations in dementia
prevalence by age, sex, and race/ethnicity groups orctimeent demographicsef DC or its

wards.

We used the best available dataitdorm our estimates, but recognize the limitationstbis
available datageeAppendix A. Alargescale surveillance studyay be warrantedf greater
confidence irDGspecificestimates of dementia prevalence is desirable.
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Objective #2:Estimate the prevalence of modifiable risk
factors for cognitive decline and dementia in DC

Background

There areno diseasemodifying treatments for cognitive decline and dementigherefore,

efforts to promote brain health must rely on changing risk factor profiles. Scientists have
identified numerouspotential risk factors for dementia or cognitive decline, many of which are
modifiable. However, the strength of evidence supporting the claim that a certain behavior,
medical condition, or lifestyle factor increases or decreases risk of dementia véviether
efforts to improve brain health through risk factor reduction will be effecaveeducing the
prevalence of dementia in a communiyll depend onboth how common these risk factors
are,as well aghe extent to whichthey increase or decreasesk of dementia.In this report

our goal was to identify risk and protective factors éoignitive decline andementia and to
guantify their prevalence in the DC population.

Approach

We used data from several sourcesdentify modifiablerisk factas for dementisandassess

the strength of evidencéinking them to cognitive decline and dementisle searchedor and
reviewed reports obtained frorRubMed, the Cochrane Library, the Agency for Healthcare
Research and QualifAHRQ}latabase andthe AkRisk database (alzrisk.pr¢Ve also

consulted the websites dhe US Centers for Disease Cont®@D@, National Institutes of

Health (NIH)National Institute on Aging (NIAnd the World Health Organization (WHO)
identify evidencebasedsummaries andrusted public health messaging around risk factors for
dementia. We also reviewed public health messaging and reports eapertpanels convened
by advocacy groupsWe then considered thestrength ofthe evidence, based otine availability

of evidence from randomized controlled triatgjstematic reviews, and original studies, as well
asthe consensus among scientists reflected in governmental reports or public healthgmagsa
(e.g. NIH, CDC, AHR®HQ. As such, this is not a comprehensive evaluation of all risk factors
examined in relation to cognitive decline and dementia. Instead, we focus on risk factors with
substantial evidence linking them to cognitive decline dethentia, as well as risk factors that
have been previously highlighted in public health messaging.

To estimate the prevalence of modifiable risk factors for cognitive decline and dementia in
Washington, DC, wased datafor DCfrom the 2017Behavioral Bk Factor Surveillance System
(BRFSSurvey?! BRFSS data is colleciadill 50 stateshrough telephone surveys among
individuals ages 18 and oldeAll estimates use the provided BRFSS weights, which allow
calculation of D&€epresentative prevalence estimates. Additional details of our approach can
be found inAppendix B
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Findings

Overview of Risk Factors for Cognitive Decline and Dementia

Bothnon-modifiable and modifiable risk factoc®ntribute to dementia risk Established on-
modifiable risk factors for dementia includecreasedageandpossession of specific genetic

profiles,such as théAPOE e4 allele KA OK A &

I a4 a2 OA tise&&®emeritiatR |

However, it should be noted thalementia is not inevitable for persons withe APOE e4llele
or with increasing ageWhile these risk factors are nenodifiable and aressociated with
greaterrisk of dementiaindividuals with these risk factovgll not necessarily develop

dementia.

Sex/gender and race/ethnicity are also considered to be-malifiable risk factors for
cognitive decline and dementidore women devedp dementia than mer? Potential
explanations for the disparity in dementia prevalence betweendges include longer life
expectancy of womeand sexspecific hereditary factor®® Compared tavhites,
BlacksAfrican Americans are abotwice as likely to develop dementiavhile the relative risk
of dementia across Hispanic/Latinx and Adispaniavhite populations varies by location and
heritage3**° However, it should be noted thandncreased risk associated withinority
racial/ethnic statuoften reflects,at leastin part, a higher burden of modifiable risk factans

these groups

Most modifiable risk factors for dementiean be classified aascular risk factorgpsychosocial
factors,or lifestyle factors. Overall, thelis moderate tostrong evidence tsuggesthat
vascular riskactors @iabetes, midlife hypertension, midlife higholesterol, midlife obesity)

Table 4. Modifiable risk and protective factors fo
cognitive decline and dementlay strength of
evidence

Moderate to Strong Evidence

Alcohol Intake

Midlife High Cholestero

Diabetes Midlife Hypertension
Depression Midlife Obesity
Education Physical Activity

Healthy diet Severe head injury

Smoking

Weak or Emerging Evidence

Air pollution

Sleep

Cognitive activities

Social engagement

Cognitive training

Mild head injury

and associated lifestyle risk factqssmoking,
and physical activitygontribute to increased
risk of cognitive decline and dementigable 4.
Other nodifiable risk and protective factors
supported by moderatevidence include
healthy diet, alcohol intake, education, and
depression.Emerging evidence suggests poor
sleep and exposure to air pollution may also
increase risk of cognitive decline and dementia,
while the evidencdinking social engagement
cognitiveactivities, cognitive training, and
hearing loss toisk ofdementia is weak. Finally,
while there is strong evidence linking severe

head injury to increased risk of cognitive decline and dementia, there is limited evidence to
suggest less severe heagury promotes later development of cognitive decline and dementia.

Below we discuss eadtientified risk factor, groupednto four broad categories- vascular,
lifestyle, psychosocial, and other. Where possible, we also provide estofaige prevalence
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of each risk factor in D@yerall andby sexrace/ethnicity, and DGQvard. Tables summarizing
the estimatedprevalence of modifiable risk factors in DC residents are availablpgandix C
and larger versions of figurgsovided beloware available i\ppendix D

Vascular Risk Factors

DiabetesNIA recognizes Type Il diabetes as a potgmtiadifiable risk factor fodementia*?

Type Il diabetes may lead to injury of brain vasculature and neurodegenerative changes which
in turn may increase the risk of cognitive decline and demefitidowever, there is no strong
evidence suggesting that control fpe Il diabetes prevents or delays the onset of cognitive
impairment** Thissuggessthat preventing the onset of diabetes may have a bigger impact on
reducingdementia risk than managing the condition once it occuiPgabetes is also an

established risk factor for stroke, which can lead to vascular cognitive impairmednt an
dementia®>4’

Theprevalence of physiciadiagnosed diabetes in aduksidentsof DCin 2017was7%. The
prevalence of diabetes was highest in Adispanic Black residents and in Watd$, 7, and 8.
As people with diabetes may be unaware of their status, the prevalence of diagnosed and
undiagnosed diabetes is likely higher.

Prevalence of Diabetes Among Adult Prevalence of Diabetes Among Adult
DC Residents Overall, by Gender, and by Race DC Residents Overall and by Ward
25 25
20 20
< S
=15 =15
Q [0}
o o
c c
o Qo
[ [«
g 10 B 10
o o
5 5
Overall Male Female  White Black  Hispanic Other Race 0 Overall 1 2 3 4 5 6 7 8
Overall, by Gender, and by Race Overall and by Individual Ward

Data Source: Behavioral Risk Factor Surveillance System (BRFSS) 2017 Weighted Data Data Source: Behavioral Risk Factor Surveillance System (BRFSS) 2017 Weighted Data

HypertensionThe CDQNIA,WHO ad a council of experts convened the American
Association of Retired PersomSARPrecognize high blood pressure as a risk factor for
cognitive impairment andementia*® The association betwednighblood pressure anthte-
life cognitionappears to be agdependent?®>° Systematic reviews sandomized controlled
trials (RCT observational studies, and metmalysesuggest that midife hypertensior(i.e.
between the ages of 45 and 68laybe associated with an increased risk of developing
cognitive decline and dementf:>*>> To thecontrary, hypertension in late lif@.e. after age
65) hasbeen associated witdecreasedisk of dementig®>¢ Hypertension is also an

established risk factor for stroke, which can lead to vascular cognitive impairment and
dementia>47
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Until recently, there was limited evidence to support the use of antihypertensive treatments to
prevent cognitive decline and dementi@spite sevesl RCTs of blood pressure management
examiningdementia as a secondary outcorhe* However, the recent SPRIVIIND trial found
that managing hypertension may reduce risk of {tite cognitive impairment® SPRINMIND
randomized participants with hypertension to a systolic blood pressure goal of either less than
120 mmHg (intensive treatment group) or less than 140 mmHg (standard treatment group).
Persons in the intensive treatment group had a significantly reduced risbgpitive

impairment (i.e.mild cognitive impairmenor dementig, although the reduction in risk of
dementia was not significant.

In 2017, the prevalence of diagnosed hypertension in all adult residents of DZ5¥Was
However, the prevalence of diagnoskypertension among DC residents agess84i.e., in
midlife) was3%. Similarly, the proportion of adults between ages 45 and 65 with diagnosed
hypertension was higher in Wards 5, 6, 7, and 8 compared to Wards 1, 2, 3 and 4. Of all
racial/ethnic groug, norrHispanic Black residents were most likely to hawBagnosis of
hypertension in midlifeThese numbers reflect only people who have been diagnosed by a
physician and are aware of this diagnosis. As not everyone with hypertension will be aware
that they have hypertensiorthe true prevalence of hypertension is likely higher.

Prevalence of Hypertension Among DC Residents in Prevalence of Hypertension Among DC Residents in
Midlife (Ages 45-64) Overall, by Gender, and by Race Midlife (Ages 45-64) Overall, and by Ward
50
60 40
& gty
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20
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Overall Male Female White Black  Hispanic Other Race 0 Overall 1 2 3 4 5 6 7 8
Overall, by Gender, and by Race Overall and by Individual Ward

Data Source: Behavioral Risk Factor Surveillance System (BRFSS) 2017 Weighted Data Data Source: Behavioral Risk Factor Surveillance System (BRFSS) 2017 Weighted Data
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Antihypertensive Medication Use Among Adult DC Antihypertensive Medication Use Among Adult DC
Residents with Hypertension in Midlife (Ages 45-64) Residents with Hypertension in Midlife (Ages 45-64)

Overall, by Gender, and by Race Overall and by Ward
100 100

75 75+

50 50+

Prevalence (%)
Prevalence (%)

25 25

0
Overall Male Female  White Black Hispanic Other Race Overall 1 2 3 4 5 6 7 8
Overall, by Gender, and by Race Overall and by Individual Ward

Data Source: Behavioral Risk Factor Surveillance System (BRFSS) 2017 Weighted Data Data Source: Behavioral Risk Factor Surveillance System (BRFSS) 2017 Weighted Data

High Chadsterol TheCDC, NIH, and WHO recommendintaining healthy cholesterol levels

to potentially reduce the risk of developimigmentia*25%6° However, as with hypertension,

the association between cholesterol levels and {kfie cognition appears to be agiependent.
While high cholesterol in mitife is aseciated with increased risk of dementia, high cholesterol
in late-life is not consistently associated with increased fisk.is also possible that preclinical
dementia leads to declining cholesterol levigldatelife.6%63 High cholesterol in older adulis
also associated with longevity and may be an indicator of better health statimally, high

cholesterol is also an established risk factor for stroke, which can lead to vasculaneogniti
impairment and dementid>*’

Medicationsg most commonly &tins ¢ are commonly prescribed to lower high cholesteral
recent Cochrane Review of doudind randomized placeboontrolled trials concluded that
statins given to older individuals do not prevent cognitivelde or dementisover a 3 to 5 year
period® However it remains possible thatse of statinsor other lipiclowering therapiesnay
reduce risk of cognitive decline and demerifiased to treat high cholesterol in midlifé

The prevalence adiagnosed high cholesterol wa8% in all adult residents of DC in 2017.
However, 2% of DC residents ages-85 reported diagnosed high cholesterof,whom just
over halfwere taking medication to lower their cholesterol. The proportion of persons with
high cholesterol in midlife did not vary substantially byvzaEd. These numbers reflect only
people who have been diagnosed by a physician and are aware of this diagnosis. As not
everyone with high cholesterol will be aware that they have high cholekttre true
prevalence of high cholesterol (regardless of diagnosis or awareness) is likely higher.
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Prevalence of High Cholesterol Among DC Residents in

Midlife (Ages 45-64) Overall, by Gender, and by Race
50

Prevalence of High Cholesterol Among DC Residents in
Midlife (Ages 45-64) Overall and by Ward
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Medication Use Among Adult DC Residents with Medication Use Among Adult DC Residents with
High Cholesterol in Midlife (Ages 45-64) High Cholesterol in Midlife (Ages 45-64)
Overall, by Gender, and by Race Overall and by Ward
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Obesity NIH recognizes a growing interest in the potential link betwekesityandincreased

risk of dementia? Consistenbbservational gidence suggests that obesity and weight gain in
midlife increases risk of dementia and cognitive decttié¢%° This association may be
explained by increases in central adiposity, which is associated with white matter changes,
disturbances of bloodbrain barrier integrity, bran atrophy, inflammation, hormonal changes,
and comorbidities associated with obesif§."* Converselybeing underweight or having
substantial weight loss in late life associated with increaseik of dementig®’? However,

while weight loss or being underweight in late life may directly contribute to dementia risk, it is
also possible that it is a sign of preclinical demeriti@besity is also an established risk factor
for stroke, which can lead to vascular cognitive impairment and demeftia.

In 2017,54% of the adult DC population at@% of the norHispanidBlack DC adult population

was overweight or obese. After restricting to adults in midlife (age6%)561% of DC residents
and 5% of nonHispanidlack DC residents were overweight or obese.
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Body Mass Index Categories Among DC Residents in Body Mass Index Categories Among DC Residents in
Midlife (Ages 45-64) Overall, by Gender, and by Race Midlife (Ages 45-64) Overall and by Ward
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Overall and by Gender and Race Overall and by Individual Ward
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Data Source: Behavioral Risk Factor Surveillance System (BRFSS) 2017 Weighted Data

Data Source: Behavioral Risk Factor Surveillance System (BRFSS) 2017 Weighted Data

Stroke NIH and a council of experts convened by the AARP acknowledge that stroke may

increase the risk of developing dementf& It is well established that stroke may directly lead

to cognitive impairment and dementf&. However it is uncertain whether stroke is a risk factor

for developing othettypes of dementia that are not a direct result of the stroke, including

lfT KSAYSNDR&a RA&SEAS RS YBeAmerican Bthoke[A&dcition 2 Ré RSY
recognizes that key risk factors for stroke are also risk factors for dem@nfiaerefore, past

stroke may be an independent risk facfor future dementia, or it may be associated with

increased risk of dementidue to shared risk factors

Please note that although we discuss it here, we omit stroke from our list of modifiable risk
factors. Stroke prevention and management largely focuses on vascular risk factor prevention

or management as well as nadective surgical procedures. #isch, we do nopresentit asa
distinct, modifiable risk factor.

Amongadult DC residents3%were stroke survivorgn 2017 NonHispanic Black residents are

more likely to be stroke survivors than Hispanic or4iispanic white residents. Wards 7 &hd
have the highest prevalence of stroke survivors
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History of Stroke Among Adult History of Stroke Among Adult
DC Residents Overall, by Gender, and by Race DC Residents Overall and by Ward
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Data Source: Behavioral Risk Factor Surveillance System (BRFSS) 2017 Weighted Data
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Data Source: Behavioral Risk Factor Surveillance System (BRFSS) 2017 Weighted Data

Heart DiseaseThe NIH recogniathat heart diseasenay bea risk factor for dementid*
However,analogous to stroke, there is considerable overlap between the risk factors for heart
disease and dementi® As with stroke, we omit heart disease from our list of modifiable risk
factors. Heart disease prevention and management largely focuses on vascular risk factor

preventionand managementor nonelective surgical procedures. As such we dopnesentit
as adistinct, modifiable risk factor.

Heart disease most commonly refers to coronary artery disease, but also includes other heart
conditions’®77 A person may not know they have heart disease until they experience a heart
attack, heart failure, or arrhythmia, which produce noticeable symptoms. Among adult DC
residentssurveyed in 201,73% repored prior heart attack, while% repored physician

diagnosed angina (chest pain) or coronary heart disease.

History of Heart Attack Among Adult History of Heart Attack Among Adult
DC Residents Overall, by Gender, and by Race DC Residents Overall and by Ward
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Data Source: Behavioral Risk Factor Surveillance System (BRFSS) 2017 Weighted Data
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Prevalence of Angina or Heart Disease Among Adult Prevalence of Angina or Heart Disease Among Adult
DC Residents Overall, by Gender, and by Race DC Residents Overall and by Ward
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Data Source: Behavioral Risk Factor Surveillance System (BRFSS) 2017 Weighted Data Data Source: Behavioral Risk Factor Surveillance System (BRFSS) 2017 Weighted Data
LifestyleFactors

Smoking The CD@nd NIH recognize smoking as a potentiadifiable risk factor for
cognitive decline andementia®?5° Smokingrelated cerebral oxidative stress and increased
risk of comorhdlities may explain the association between smoking and increased risk of

dementia’® Smoking is also an established risk factor for stroke, which can lead to vascular
cognitive impairment and dementi&*

Overall, 14% of DC residems2017were current smokers. Men, nddispanidBlack DC

residents, and residents of Wards 7 and 8 were more likely to be current smokers than women,
persons of other race/ethnicity, aesidents of other DC Wards.

Smoking Status Among Adult Smoking Status Among Adult
DC Residents Overall, by Gender, and by Race DC Residents Overall and by Ward
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Physical Activity The NIH, WHO, and a council of experts convened by the AARP recommend
physical activity for healthy older adults potentiallyimprove cognitive function and reduce
the risk of developing dementi948 Observational studies generally suggest a link between
physical activity and dementfd. However, a recent review of randomized trials clutled that
aerobic physical activity did not lead to cognitive bendbispersons without known cognitive
impairment® It may be that the type of physical activiypd/or the length of the intervention
period matters®” Mechanisms underlying the association betweeare physical activity and
better cognitive performance may include improved cardiac and immune function, chamges
neuronal function, ugregulation of brainrderived neurotrophic fator (BONF), and reduction in
obesity, vascular risk factors, and comorbiditf$3 Lack of physical activity is also an
established risk factor for stroke, which can lead to vascular cognitive impairment and
dementia.*>*’ Physical activity is also important for controlling other vascular risk faétors.

In 2017,23% of DC residenteportedno leisure timephysical activity or exercise in the last
month, while 49%reported meeting the physical activity guidelines for at least 150 minutes of
aerobic physical activity per weekon-Hispanic Blac&ndHispanic residentaere least likely

to meet the physical activity guidelines and most likely to be inactive. Residewtardk 2 and

3 were most likely to be physically active, while residents of Wards 5, 7, and 8 were the least
likely to be physically active.

No Leisure Time Physical Activity in Past Month Among No Leisure Time Physical Activity in Past Month Among

Adult DC Residents Overall, by Gender, and by Race Adult DC Residents Overall and by Ward
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Adult DC Residents Who Met Aerobic Adult DC Residents Who Met Aerobic
Recommendations for Physical Activity Recommendations for Physical Activity
Overall, by Gender, and by Race Overall and by Ward
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Data Source: Behavioral Risk Factor Surveillance System (BRFSS) 2017 Weighted Data Data Source: Behavioral Risk Factor Surveillance System (BRFSS) 2017 Weighted Data

Healthy Diet The NIHRndWHOrecommend that older adults eat a healthy dietdtay healthy

as they age, and recognize that this may atstuce the risk of developingpgnitive

impairment ordementia*?%® The Mediterranean dieis the most studied diet in relation to

brain health Itischaracterized by high intake of fruits, vegetables, whole grains, and healthy

fats; moderate intake of protein from fish, eggs, beans, and poultry; low intake of dairy or red

meat; and moderate alcohol consumption, typically wingst&matic reviewsof observational
studieshaveconcludedthat greater adherence to a Mediterranean diet is associated with
Af26SNI N GSa 2F O023ayAaidAadsS RSOt AdespiteldiffaRend@sS ONS | a
in findings across individual studi#&s$® Findings from a recerinicaltrial support this

conclusion, Bowingthat the participants randomized to a Mediterranean diet supplemented

with extra virgin olive oil or nuts had improved cognitive function compared to participants on a
control diet (advised to reduce fatj The most common explanation for thassociation is that
adherence to a Mediterranean diet is associated with a lower risk of vascular risk factors and
associated comorbiditie®¥ although other mechanisms, including decreased oxidative stress,

are also plausibl& There is less consensus on the benefits or harms of other diets or the
0SYSTAlUA FYR KIFEN¥Ya 2F aLISOAFTAO F22Ra 2NJ ydzi NR
diets(i.e. dietsgenerally high in fruits and vegetables, and liommeat or dairy to be
F3a20AF0SR 6A0K NBRdIdzOSR NRHpwedtherefalefeB A YSNDa R
randomized trials of dietary interventions for cognitive benefit, wheelperts agree areeeded

to confirm the observational evidence and establdiet ashavinga clinically meaningful and

causal impact on cognitive decline and dementia Hsk.

There idimited evidenceto suggest that vitamins and supplements reduce the risk of
dementia There areobservational studiet suggesthat omega3 fatty acids, soy, ginkgo
biloba, folic acid alone or with other B vitamit&ta-carotene, vitamin C, vitamin D plus
calcium, and multivitamins or mulingredient supplementsnay protect against cognitive
decline and dementia?®°* However,RCTs haviound little to no benefitof vitamins and
supplements containing these micronutrientsreducing the risk of cognitive declimajld
cognitive impairmentMIC)E 2 NJ ! f diséaSdeniénthald% One common critige of
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these trials is the short length of folleup.®* Whether longerterm use of vitamins and
supplements is beneficial remains unclear.

Measures of diet in the 2017 BRFSS data were limit@elo &f adult DC residents consumed

fruit at least once per day, while’/% consumed vegetables at least once per day.-MNispanic
white DC residents were most likely to consume fruit or vegetables at least once per day, while
non-Hispanic black DC residents were least likely. The proportion of persons with regular fruit
conuumption was highest in Wards 1 and 3, and lowest in Wards 7 aiith@&proportion of

persons with regular vegetable consumption was lowest in Wards 7 and 8.

Fruit Consumption at Least 1x Day Among Adult Fruit Consumption at Least 1x Day Among Adult
DC Residents Overall, by Gender, and by Race DC Residents Overall and by Ward
100 100
751
S S
Q [}
2 2
g o
S S
3 o
a a
251
0- - - - o4
Overall Male Female  White Black  Hispanic Other Race Overall 1 2 3 4 5 6 7 8
Overall, by Gender, and by Race Overall and by Individual Ward
Data Source: Behavioral Risk Factor Surveillance System (BRFSS) 2017 Weighted Data Data Source: Behavioral Risk Factor Surveillance System (BRFSS) 2017 Weighted Data
Vegetable Consumption at Least 1x Day Among Adult Vegetable Consumption at Least 1x Day Among Adult
DC Residents Overall, by Gender, and by Race DC Residents Overall, by Gender, and by Race
100 100
754 75
] ()
2 e
5 50 § 50
S 5}
3 3
[N a
25+ 254
o Overall Male Female  White Black  Hispanic Other Race o Overall 1 2 3 4 5 6 7 8
Overall, by Gender, and by Race Overall and by Individual Ward

Data Source: Behavioral Risk Factor Surveillance System (BRFSS) 2017 Weighted Data Data Source: Behavioral Risk Factor Surveillance System (BRFSS) 2017 Weighted Data

Alcohol IntakeThe, WHO and a council of experts convened by AARP suggest that@voidi
excesg/e alcoholusemay reduce the risk of developing ADRE Observational studies
suggest that heavy use may increase risk, while light to modessenay decrease risk% As
this pattern mirrors that observed for cardiovascular disease, alcohol use may influence
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dementia risk hrough effects on cardiovascular disease or associated risk f&étors.
Neverthelessolder adultsshould notincrease their consumption of alcohol to lower the risk of
developing dementigasthe line between moderate and heavy alcohol use is uncl@arwith
stroke, longterm, excessive use of alcohol is an established cause of cognitive impairment and
dementig though alcohotelated dementia is relatively rar€®

In 2017,30% ofadult DC residentseported that they donot consume alcohohnd 9% were

heavy drinkers, definedsadult men who have more than 14 drinks per week and adult women
who have more than 7 drinks per weekon-Hispanic White residents were less likely to
abstain from alcohol and more likely to beavy drinkers than those of other racial/ethnic
groups. NorHispanic Black residents were most likely to abstain. Residents of W&dsd

3 were most likely to be heavy drinkers.

Alcohol Use Among Adult Alcohol Use Among Adult
DC Residents Overall, by Gender, and by Race DC Residents Overall and by Ward
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Overall and by Gender and Race Overall and by Individual Ward
Heavy Drinkers Never Drinkers Heavy Drinkers Never Drinkers
Occasional Drinkers Do n 6 tw/Nitrsore/Refused Occasional Drinkers Do n 6 tw/Neétrsure/Refused

Data Source: Behavioral Risk Factor Surveillance System (BRFSS) 2017 Weighted Data Data Source: Behavioral Risk Factor Surveillance System (BRFSS) 2017 W eighted Data

Sleep A council of experts convened by AARP to shardo#st advice on maintaining and
improving brain health for older adults suggested that poor sleep quatitlyinsufficient
guantity, as well asleep disordes, including sleep apnea, can lead to memory and thinking
issues*® However, the body of evidence supporting this concluos#relatively small, and
further work is necessarif!192

In 2017 ,54% of adultDCresidentsreported 7-9 hours of sleep per night. Howeveg%

reportedless than 7 hours. Of all racial/ethnic groups, Mbspanic Black participants were
most likely tosleep forless than 7 hours per night.
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Hours of Sleep per Night Among Adult Hours of Sleep per Night Among Adult
DC Residents Overall, by Gender, and by Race DC Residents Overall and by Ward
100 100+
X 75 X 75-
0] 0]
o o
& &
< 50 c—g 50
3 g
o o
25 25+
Overall Male Female  White Black Hispanic Other Race Overall 1 2 3 4 5 6 7 8
Overall and by Gender and Race Overall and by Individual Ward
<7 Hours >9 Hours <7 Hours >9 Hours
7-9 Hours Don’t Know/Not Sure/Refused 7-9 Hours Don’t Know/Not Sure/Refused
Data Source: Behavioral Risk Factor Surveillance System (BRFSS) 2017 Weighted Data Data Source: Behavioral Risk Factor Surveillance System (BRFSS) 2017 Weighted Data
Psychosocidtactors

Education There isconsiderable evidence suggesting an association between low educational
attainment and worse late life cognition or increased risk of demetitt&31% Although

education may impact risk of dementia through impacttbe likelihood of having other risk
factors (e.g. hypertension), it appears more likely tih@aeducesrisk of cognitive decline or
dementia by increasing cognitive resef?é1%° Specifically, agnitive reservallows individuals

to use compensatory approaches or strategiepéoform cognitive tasks and avoid cognitive
disability despite dementigaelated changes to the braif?/11°

The DC population is highly educatdd.2017, @er 50% adult residentsere graduates of a
college or technical college. However, therere significant racial/ethnic and geographic
disparities in educational attainment. Whild%® of nonrHispanic White residentsave
graduated from a school of higher education, this is timreonly 23% of nonHispanic Black and
41% of Hispanic residentSmilarly, over 70% of DC residents in Wadd® and 3have

graduated from college or technical collegempared t023% of residents in Ward 7 arid%
of residents in Ward 8.

27

Prepared by the GW Institute for Brain Health and Dementia



District of Columbia: 2020 Brain Health Needs Assessment

Education Level Among Adult
DC Residents Overall, by Gender, and by Race

Education Level Among Adult
DC Residents Overall and by Ward

100+
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75+ 75

50+ 50
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Prevalence (%)

25+ 25+

0 -
Overall

Male Female  White Black  Hispanic Other Race Overall

Overall and by Gender and Race

1 2 4 5 6

Overall and by Individual Ward

[ college or Technical School [ Less than High School

[ some College or Technical School || Do n 6 tw/NtiSare/Missing
. High School

. College or Technical School . Less than High School
. Some College or Technical School . Do n 6 tw/NigtrSore/Missing
. High School

Data Source: Behavioral Risk Factor Surveillance System (BRFSS) 2017 Weighted Data Data Source: Behavioral Risk Factor Surveillance System (BRFSS) 2017 Weighted Data

Social EngagementliH recommends social engagement for older adults as a part of a healthy
lifestyle, and recognizes that spending time with faroilyriends may reduce the risk of

cognitive impairment and dementi&. Older adults with socially integrated lifeségappear to

have a lower risk afognitive decline andementia''*!'> However, whether this reduced risk

is a cause or an effect of social engagement remains unclear. As persons experience greater
cognitive impairment, theynayalso reduce their scope of activitié¥11®

Dataon social engagememy DCis limited. However, spouses or other partners often previd
substantial social suppartin DGn 2017,30% of residentsvere married, and7% classiéd
themselves as part of an unmarried couple. Ndispanic White residents are most likely to be
in a committed partnershipwhile norrHispanic Black residents are least likelype in a
committed partnership There is significant variation in the progort of persons in a
committed partnershigpy DC Ward, ranging frojust over20% in Wards 7 and 8 ®2% of

adult residents in Ward 3Household size may also be an indirect indicator of social
engagement. Overall, 30% of DC residents live alone, andi@9%ith 1 other person.

Marital Status Among Adult

Marital Status Among Adult
DC Residents Overall, by Gender, and by Race

DC Residents Overall and by Ward

100+ 100+

75+
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o
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Prevalence (%)

N
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0 o
Overall

Male Female  White Black  Hispanic Other Race ’ Overall 1

2
Overall and by Gender and Race

3
Overall and by Individual Ward

4 5

- Member of an Unmarried Couple . Divorced Refused

. Married [ Widowed
. Separated Never Married

[0 Member of an Unmarried Couple ] Divorced
. Married . Widowed
. Separated Never Married

Refused

Data Source: Behavioral Risk Factor Surveillance System (BRFSS) 2017 Weighted Data Data Source: Behavioral Risk Factor Surveillance System (BRFSS) 2017 Weighted Data
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Household Size Among Adult Household Size Among Adult
DC Residents Overall, by Gender, and by Race DC Residents Overall and by Ward

100+

~
o

Prevalence (%)
a
2

Prevalence (%)

0.
Overall Male Female  White Black  Hispanic Other Race Overall 1 2 3 4
Overall and by Gender and Race

5 6
Overall and by Individual Ward

. Lives Alone . Lives with 5+ Other People . Lives Alone
[T Lives with One Other Person | Don't Know/Not Sure/Refused
[T Lives with 2-4 Other People

[0 Lives with 5+ Other People
. Lives with One Other Person . Don’t Know/Not Sure/Refused
[ Lives with 2-4 Other People

Data Source: Behavioral Risk Factor Surveillance System (BRFSS) 2017 Weighted Data Data Source: Behavioral Risk Factor Surveillance System (BRFSS) 2017 Weighted Data

Depression There is considerable evidence to suggest that persons with a history of depression
may be more likely to develop dementi® However, depression may also be an early
symptom of brain changes associated with demedfa?!

In2017,14% ofDC residentseported having a history of depression. Women were more likely

than men to report a history of depression. Among all racial/ethnic groups, Hispanic individuals
were least likely to report a history of depression.

History of Depression Among Adult

History of Depression Among Adult
DC Residents Overall, by Gender, and by Race

DC Residents Overall and by Ward
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25
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0- 0-
Overall Male Female  White Black  Hispanic Other Race Overall 1 2 3 4 5 6

Overall, by Gender, and by Race Overall and by Individual Ward

Data Source: Behavioral Risk Factor Surveillance System (BRFSS) 2017 Weighted Data Data Source: Behavioral Risk Factor Surveillance System (BRFSS) 2017 Weighted Data

7 8

OtherRisk Factors

Head Injury TheCDGQecognizesevere head injurgs a potential, modifiable risk factor for
dementia®® Severehead injury(e.g. requiring hospitalizatioman directlylead tocognitive
impairment immediately after the evenénd this cognitive impairment may aray not abate

over time. There is also evidence to suggest that severe head injury may increase risk of later
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cognitive decline athdementig after the initial recoveryeriod is completé??124 To the

contrary, there is limiteavidencelinking less severe head injury to later life cognitileeline

and dementia. Although early casentrol studies suggested those with prioead injuryare

more likely to develop cognitive decline and dementia as they age, longitudinal cohort studies
generally do not support a lkat?2124131

Hearing LossThelLancetCommissiomecognizediearing loss as a potentjahodifiable risk

factor fordementia®?> While observationaévidence linking hearing loss to cognitive decline or
dementiasuggests a link, it is unclear whether this represents an effect of hearing loss on
cognition or the presence of underlying brain changes that lead to both cognitive decline and
hearing los$3313> Hypothesized mechanisnfisr a direct effectnclude challenges with
communication and interpersonal relationships, which can contribute to social isolation
diversion of brain resources from cotjné activities to auditory perceptiot?® Several
randomized trials of hearing interventions for the preservation of cognitive function are
underway?3’

Air Pollution TheLancetCommissioralso recently recognizeair pollution as a potentially
modifiable risk factor for cognitive decline and demenrfiaMultiple observational studies
havelinked exposure tgarticulate matterand oxides of nitrogewith cognition and dementia
although there remains significant heterogeneity of specific findings across stdélié%
Hypothesized mechanisms include @omotion of oxidative stress and inflammation or an
effect ofair pollution on vascular health, which in turn impacts brain he#th+!

CognitiveActivities. As with education, cognitivactivitiesare hypothesized to reduce risk of
cognitive decline andementia by increasing cognitive reserv@bservational studies genehal
report a link between greateparticipation incognitive activitiege.g., solitary, cognitively
engaging activities, like readj, playing games, watching, 1oV listening to the radioand
reduced risk otognitive impairment odemential4*142 However, as with social engagement, it
may be that apersons experience greater cognitive symptoms, they may also reduce their
cognitiveactivities, even before progressing to the point where they meet criteria for
demential4?

CoagnitiveTraining As with educatiorand cognitive activitiescognitivetraining is

hypothesized to reduce risk of cognitive decline aedhentia by increasing cognitive reserve.
Cognitive training typically consists of guided practice on tasks targeting a specific domain (e.g.
memory-related tasks).Randomized trials have demonstrated that persons who received
cognitive training to improve memoiiynprovedin immediate and delayederbal recall1#4
However, this effect was also observed in the active control groupsthemdfore could not be
attributed directly to cognitive training* Similarly, few trials that demonstrated

improvements in cognitive test performance in those who receive cognitive training have been
able to show that this translates intmprovement in global cognition or daily functidf?. For
example, the largest trial of cognitive training to date, thdvAnced Cognitive Training for
Independent and Vital Elderly (ACTIVE) telabwedthat cognitive training in a specific
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cognitive domainmproves performance in that domain, but generally has little impact on
performance in other domains, functional outcomes dementia risk:#3.146149

Causality andRisk Factor Modification

Establishing causal relationships between risk factors and risk of cognitive decline and dementia
is difficult. It is often infeasible toonductrandomized controlled trials (RCTs)establish a

link between a potential risk factor and cognitive outcarie to ethical or practical
considerations. For example, it would now be unethical to randomize people to
antihypertensive medication or placebo, as we know that medical management of

hypertension reduces risk of heart attack, stroke, and mortalityil&ily, becausedementia

related brain changes may begin decades before clinical symptoms, it is possible that early and
sustained risk factor modification is necessary to reduce risk of cognitive decline and dementia.
AnRCT with a 10 or 2gear followup would be extremely costly and potentially infeasible.
However, even if we are not certain whether the relationship between these risk factors and
cognitive decline or dementia is causal, thare benefitsto risk factor reduction Manyof

these risk factors are alsstablishedisk factors foother diseases, particularly cardiovascular
disease Even if they do not directly impact dementia risk, interventions on these risk factors
would be expected to improve overall health.
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Obijective #3:ldentify challenges and unmet needs of
caregivers for persons living with dementia in DC

Backgroundand Approach

Caring for a person living with dementia can be challengirigs type of caregiving alslifers
from caregivindor a persorwith other conditions both in terms of the activities involved and
the impact on caregiver®?1%! Persons living with dementiaften require supervisiom
moderate and advanced stagesdiease as it may be unsafe for them to be alor@imilarly,
dementia is often accompanied by behavioral symptoms, personality changes, and
communication difficulties

Given limited resources, communities, governments, and organizations must makeshboaoi
how best to support caregivers for persons living with demenitiethis context, it is critical to
understandwhichservices and resources caregivers rely upon, challenges with access to
needed services, and areas of unmet service and resourcgsn@derefore, our goal here was
to identify challenges and unmet needs related to resource and service use by caregivers of
persons living with dementia in DC.

To accomplish this goal,eaneld a series of focus groups with unpaid caregieépersons

living with dementidocused on identifying challenges and unmet needs related to resource
and service usef caregivers of persons living with dementia in DZe recruited participants
with the help of community partnersEligibility critera for focus group participatiorequired
participants to be 1) aselfreported, unpaid primary caregiver for an older adult with
dementia 2) 18to 85 years of age, 3 resident olWashington, DC, and 4) able to provide
meaningful dialogue for a focusaymp. We conducted a series ofrboderated,90-minute focus
groups, enrolling a total of 24 participanisur prespecified targeenrollmen. Prior to focus
group participation, sudy staff completed intake forsto record information on participant
characteristics. Due to the COVHR9 pandemic, focus groups were held virtually via video
conference.The focus groups were recorded, transcribed, and systematically coded and
analyzedThis study was approved by the George Washington University (GW) tinsiu
Review BoardFurther methodological details on recruitment, focus groups, and data analysis
are available i\ppendix E

In response to the goals of this project, veeused on thébroad types of challenges and unmet
needs aroundervice andesource usexperienced bYDC caregivers. Thus;depth
understanding of the various challenges identified, as well as other areas of unmet caregiver
need remain to be explored

Additionally, many organizational stakeholders also commented on areas of unmet need during

conversations held to support creation of the guide identifying resouaceisservicesvailable
to DC residents living with dementia for Objective #4. Although not a sysitemeestigation,
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Table5. Focus grouparticipant characteristics

Characteristic [ N (%)
/' NBEIAOBSNDRAE IASYRSNI
Male 6 (299
Female 18 (734
/P NEIAGSNRa |35
45-60 4 (1P
61-65 9 (384
66-70 6 (2%
70+ 3 (13
Unknown 2 (8
[ F NEIAPSNDRA NI OSKkSUKYyAOAGE®

Non-Hispanic white

3 (134

we summarize these comments as well.
As thesewo groupsg unpaid primary
caregivers and organizational
stakeholders; represent very different
perspectives, we present findingsd
implications of each activityeparately,
and conclude with a discussion of
common themes.

Challenges and Unméteedddentified
by PrimaryCareqiver®f Persons with
Dementia

Non-Hispanic Black 18 (739
Hispanic 2 (3
Unknown 1 (%
/' NBIADBSNR&E SRdzO GA2Y
High school or some college 10 (429
Associate's or Bachelor's 7 (2949
Graduate degree 5 (2%
Unknown 2 (3
Ward
Ward 1 313
Ward 2 0 (0
Ward 3 1 (%
Ward 4 4 (170
Ward 5 7 (300
Ward 6 0 (0
Ward 7 313
Ward 7 or 8 4 (1™
Ward 8 1 ()
Unknown 1 (%
Care recipient's relationship to caregiver
Parent 17 (729
Spouse 5 (21%
Grandparent 2 (8
Sibling 1 (%

Care recipient's dementia severity as r

eported by caregive

Mild

4 (174

Moderate 7 (2%

Advanced 12 (5019

Unknown 1 (%9
Whether care recipient lives with caregiver

Yes 22 (929

No 1 (%

Unknown 1 ()

aTotal N exceeds 24 as two participants took ca

re of two family member.

b Data onward was derived based on zip codes, and zip code 20020 spal

Wards 7 and 8

Participant Characteristics

A total of 24 participants were recruited
across five focus group£ompared to
the general DC population, our sample
was more likely to be female, older, and
Black/African America(Table §. All
participants had at least a high school
degree. Despite the age profile of the
participants, approximately two thirds
were caring for a parent and only one
fifth were caring for a spousealf of

the participants reorted that their

loved ones were exhibiting symptoms of
advanced dementiaParticipants came
from 10 zip codes across DC, spanning
allwards except Wards 2 and &lmost
all participansreported livingwith the
care recipient.

Resourcetlsedby FocusGroup
Members

Focus group participants discussed use
of multiple resources and services,
including D&gencies, senior centers
and adult daycare centers,-ltome
support, caseworkers/social workers/
counselors, nursing homes, home
modification and renovation, meals and
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food services, transportation services, education services, and legal seriicesrative
summary of the focus group discussion around use of each type of ressymovided in
Appendix F This summarincludesboth positive experiences and challenges, as well as
supporting quotes from participants.

Challenges and Unmet NeedsRoimary, UnpaiddC Careqgivers

Participants discussed multiptallenges and unmet needslated to resource and service use
when caring for a person living with dementia in.0K&y themes that emerged from this work
include:

1. Need for helpn navigating, identifying, and applying for resources and services.

Participants reported the process of navigating the system to iieatid apply for

relevant resources and services to be challenging and overly confptare shared that
they are overwhelmed by the amount of information and referrals that they receive

from agencies such as the DACL, describing feeling that they a® bethA Sy G (1 K S
I NP dz@ikked the burdens of caregiving itself, the onus of processing and distilling this
information to identify the resources that meet thairdividualneeds was reported to

be too timeconsuming and stressfulConversely, there weralso participants who had
challenges accessing sufficient information due to the lack of centralized information,
lack of responsiveness of agencies, or lack of coordination between ageRoiesome,

the application process for receiving resourceslso a barrier, which many

characterized as overly burdensome and difficult to understand.

Participants wished for greater guidance and a more streamlined process for navigating
and accessing resourc&uggestions included (i) a system whereby the city
automatically assigns each caregiver with a caseworker to guide them through the
process of identifying and applying for resources and services, (ii) a system to
proactively track and monitocommunity-dwelling seniors for dementia to ensure that
they arereceiving careand (iii) greater coordination across DC agencies and
organizations.

2. Need for reconsideration of service eligibility criteria, including lowering of income
thresholds, and exclusion of caregiver income from consideration

Ourfocus group participants encounted a major challenge igualifying for services,

most notably home health aides and home modification servié&saticipants are

frustrated by incomebased eligibility requirements for servicesid especially angered

byd KS FFO0 GKFG &a2YS LINPINIYa O2yaAiARSNI y2i
0§KS OF NB 3 A gduniREof paryicipants Slsb noted that the qualifying

threshold for services is typically too lowheyare frustrated by the fact that they ar

deemed to have too much income to qualify for certain seryiogsle at the same time
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